Translational Science of Rare Diseases xx (20xx) x-xx Abstract. The majority of children in hospice care do not have cancer, but many have rare diseases. Thus, it is essential 6 that rare disease specialists have a functioning knowledge of the palliative care system and its role in meeting the unique 7 needs of pediatric patients with genetic disorders or inborn errors of metabolism. Creating a team of providers that both 8 understands the natural history of the specific rare disease and truly understands the principles of palliative care leads to 9 optimal outcomes for patients. Here, we discuss the importance of genetic counseling and describe the basic tenants of 10 palliative care. By approaching this topic from a rare disease perspective, we discuss the unique features of improving quality 11 of life for patients and families. In addition, we discuss the role of self-care in preventing care provider burnout of families 12 and medical providers. The thoughtful approach to palliation in rare diseases is essential to optimize the experience for all 13 participants in a patient's shortened life.
